Background: Stigma has been associated with chronic health conditions such as HIV/AIDS, leprosy, tuberculosis, Mental illness and Epilepsy. Different forms of stigma have been identified: enacted stigma, perceived stigma, and self stigma. Stigma is increasingly regarded as a key driver of the HIV/AIDS epidemic and has a major impact on public health interventions. Objectives: The initiative was to provide activities in the clinic while patients waited to be seen by healthcare professionals. It was envisaged this would contribute to reduction of clinic based stigma felt by clients. Methods: This was a repeated cross-sectional survey (October-November 2005 and March-April 2007) that was conducted at the Infectious Diseases Institute clinic (IDC) at Mulago, the national referral hospital in Uganda. We utilized quantitative (survey) and qualitative (key informants, focus group discussions) methods to collect the data. Data were collected on stigma before the creativity initiative intervention was implemented, and a second phase survey was conducted to assess effectiveness of the interventions. Results: Clients who attended the IDC before the creativity intervention were about twice as likely to fear catching an infection as those who came after the intervention. The proportion that had fears to be seen by a friend or relative at the clinic decreased. Thus during the implementation of the Creativity intervention, HIV related stigma was reduced in this clinic setting.
Introduction
HIV related stigma is widely recognized as a factor that fuels the HIV/AIDS epidemic (Jonathan Mann, 1987 , Statement at an informal briefing on AIDS to the 42nd session of the United Nations General Assembly. October.. New York), even in the context of Uganda's success story in combating HIV/AIDS. Stigma has been associated with chronic health conditions such as HIV/AIDS, Leprosy, tuberculosis, mental illness, and epilepsy 1, 2, 3, 4 . Stigma has been defined as an undesirable or discrediting attribute, reducing an individual's status in the eyes of society 4, 5 .
Elsewhere, Parker and Aggleton 6 have argued that stigma must be regarded as a process in which people, out of fear of the disease, want to maintain social control by contrasting those who are normal with those who are different 6 . It is characterized as internal and external and is highly complex, dynamic, and deeply ingrained. The lack of recognition of stigmatizing attitudes, language and discriminatory behaviors and their consequences is a major and basic challenge.
Different forms of stigma have been identified: enacted stigma, perceived stigma or felt stigma, discrimination, participation restriction, and stereotype 7 . Discrimination, which refers to any negative form of distinction, exclusion, or restriction affecting an individual because of a personal characteristic, is an end result of stigmatization and is therefore often described as "enacted stigma" 1, 8 . Felt or perceived stigma on the other hand, refers to real or imagined fear of societal attitudes and potential discrimination, arising from a particular undesirable attribute, disease, or association with a particular group. For example, an individual may refuse to disclose HIV status for fear of the possible negative reactions of family, friends, and community 9 . Stigma is increasingly regarded as a key driver of the HIV/AIDS epidemic. Stigma is increasingly recognized to have a major impact on public health interventions. Stigma often leads to delay in presentation to the health services, prolonged risk of transmission, poor treatment adherence, and increased risk of disability and drug resistance 10 . A key determinant of effective HIVprevention and AIDS care is the existence of a human and supportive environment for people with AIDS 11 . Researchers have documented the negative personal and social implications of AIDS stigma for people living with HIV (PLWH). Some of the negative psychological effects include anxiety, depression, guilt, isolation, disruption of family dynamics, physical and emotional violence, intensification of grief, loss of social support and deterioration of productive relations with health professionals 12. HIV related stigma discourages people from disclosing their status, entering care, and adhering to antiretroviral regimens, all of which represent missed opportunities for prevention. Researchers have alluded to two broad dimensions of stigma as social distancing and attitudes and values towards PLWH 8 . Hence studies assessing stigma for people living with HIV & AIDS fall broadly into three main categories: -Perceived stigma, experienced stigma, and internalized stigma. It should be noted that few studies have focused on the actual experience of stigma among PLWH.
Programs aiming at reducing stigma need in particular to be able to measure all the key underlying causes of stigma 11 as well as identify which causes lead to particular stigmatizing behaviour. The growing recognition of the reduction of HIV stigma as central to effective programs across the HIV/ AIDS prevention to care and treatment continuum is leading to an increasing number of programs focused on stigma reduction 8 . Despite extensive knowledge regarding the consequences of stigma and discrimination, comparatively little progress has been made in systematically addressing these in public health programs. Many stigma reduction interventions have been carried out, but their effectiveness is often not known 10 .
The effects of stigma on the affected individual include psychological stress and depression, fear, various participation restrictions and increased (risk of) disability and advanced disease. Many negative effects on public health programs and interventions have been reported, including delay in diagnosis and treatment, resulting in continuing risk of disease transmission in the case of infectious diseases and in more severe morbidity and poor treatment prognosis in most conditions 13 . Concealment may result in continued risk behaviour and failure to embrace preventive behaviour in conditions such as HIV and TB 14, 15 and in poor treatment adherence or default from treatment, as has been reported in leprosy, TB, HIV/ AIDS, mental illness and epilepsy 16 . External stigma leads to internal stigma in the form of negative selfimage. This includes feeling that one is unclean, a bad person, being punished, and expressing feelings of shame and guilt for being HIV positive and self isolation or withdrawal, including hiding HIV status from others 17 .
A study carried out in Mbarara and Kampala in Uganda found that the highest form of stigma was self-stigma, rather than community stigma. It highlights that despite the unique comprehensive and quality services provided by AIDS service organizations, only the most economically desperate seek them out because such organizations do not offer confidentiality in the strictest sense. Since these organizations provide services only to HIV-positive people, the simple act of walking through the door is tantamount to declaring one's sero-positive status to all and sundry 18 . Changing language, changing self perception A major part of stigma comprises the internal perception of oneself; and that statement is not intended to minimize the stigmatizing perceptions and actions of others towards the person who feels rejected. The language that a person uses to describe herself/himself (70% of our clients are women) dictates how s/he understands her condition, and her position in relation to others. If individuals see themselves as "patients" then they will automatically assume a position of subservience to medical practitioners who dictate their survival behaviour. The term "client", which was preferred by Kampala's PLWH leaders, is slightly more empowering, but still implies a condition of acquiescence.
There are other options for how to see the people we serve. Based on discussions with our clients, IDI changed its way of talking about those we serve. We now refer to them not as patients or clients, but rather as "mikwano gyaffe" which means "our friends" in the local vernacular, Luganda. This term has a radically different implication; rather than being people who we provide solutions for, these are people who we are in partnership with in the struggle against HIV/AIDS in Uganda.
The creativity initiative at IDI: creating a supportive clinic environment Many busy clinics in Africa have a familiar pattern of sombre fatality, where order is a tradition maintained by a nurse, clinical officer or doctor. Patients wait for long periods, moving up a place at a time in the queue to see the care provider, while observing the humanity around them in an amazingly silent vigil, punctuated by children crying. Generally clinics are full of well behaved subser vient individuals; their chance of seeing the doctor or nurse or clinical officer increases if they arrive early and if they can pay. Medicines are not always available; tests may not be available, and so it helps if payment is an option.
When antiretroviral drugs (ARVs) were first made available in Uganda, demand for care overwhelmed the available facilities. Clinics including the IDI clinic became increasingly busy, waiting times increased and staff became more stressed. After consultation at IDI with staff and patients, a Creativity Initiative was born, led by the Friends. The initiative was first intended to provide activities in the clinic while patients waited to be seen by healthcare professionals. A carpenter made some large board games, music and dance shattered the silence, communal art and crafts engaged many, a group started training in how to develop entrepreneurial skills to gain productive employment, and others provided social and spiritual support in the clinic.
What a contrast to have a Friend orientated clinic; where waiting clients can participate in absorbing activities, see smiling faces and be encouraged by others in the same situation. The wait may be just as long but the experience energising and encouraging (as opposed to de-motivating and fearful).
The creation of a supportive clinic environment does not depend on having a Creativity Initiative; rather the Creativity Initiative helped to bring patients and staff into a more caring relationship that builds the self esteem of both. The process of establishing a supportive Friend-led clinic took several months and cannot be driven by a menu because each community has different human resources. The Creativity Initiative requires creative leadership and consultation with key stakeholders: patients and staff.
Methods Design
This was a repeated cross-sectional survey that was conducted at the Infectious Diseases Institute clinic at Mulago, the national referral hospital in Uganda. We utilized quantitative and qualitative methods to collect the data. Data collection followed a before and after intervention design.
Setting
The first survey was conducted in October and November 2005 and the second one took place in March-April 2007 at the Infectious Disease Institute (IDI). Data was collected before the creativity initiative intervention was implemented and a second phase survey was conducted to assess effectiveness of the interventions.
Data collection methods
Quantitative: Quantitative data was collected with a semi structured questionnaire with HIV positive clients attending the IDI clinic. Systematic sampling method was applied being guided by the average daily attendance number to determine the sampling interval. About 70% of respondents were old clients (had been clients for over a year). In each of the surveys we attained a sample size of 400 clients. Qualitative: Focus group discussions (FGDs) and key informant (KI) interviews were used to collect data. Focus groups employ a qualitative technique that allows a small group of participants to discuss issues in-depth, led by a moderator using a discussion guide 21 . In addition, key informant interviews were also conducted. Key Informants are people who, because of their position or experience, have knowledge on the topic of investigation 23 . This study was carried out in the IDI clinic at Mulago Hospital. This is a specialized out-patient clinic for HIV and other opportunistic infections. It had a daily attendance of about 350 patients and an overall enrollment over 10, 000 clients at the time of study.
Participants and procedure
Study participants were HIV positive clients who were sick and had come to access services or were collecting their medication at the clinic. The FGD participants were recruited while they were seeking HIV related services. After explaining the study to the clinic administration, one of the staff would inform possible participants about the study. Participants entered into the study after receiving their service. The objectives of the study were further explained and verbal consent for participation sought. Key informants were purposefully selected on the basis of being providers (medical officer, nurse, counselor, pharmacist or in administration).
The FGD guides were translated from the original English version into the local language (Luganda) by one group of bilingual research assistants (RAs). Another group of RAs translated the Luganda version back to English, and the guide was then compared with the original version. This was done to ensure consistency of meaning in the FGD guide 24 .The FGD guide was pre-tested during one group discussion and thereafter adjusted for the main data collection. Results of the pre-test are not included in the analysis. Research assistants were recruited and trained. All FGDs were tape recorded (with consent from the participants) and transcribed into English. Participants were guaranteed anonymity and instructed not to share individual responses with others. Discussions were facilitated by a moderator who directed the questions and a recorder who took notes. Eight FGDs comprising 75 HIV clients were conducted with men and women separately. FA FGD lasted for about 1.5 hours. Participants were served a soft drink and their transport costs were reimbursed. Topics for discussion were Stigma, Social interactions (patient to patient, provider to patient), fears and experiences, and innovations for quality improvement.
Data Analysis
Qualitative: The initial step was to read through the transcripts several times while making notes in the transcript. The research team and graduate social science research assistants participated in this process. Disagreements or issues needing further clarity were resolved through discussion and triangulation of data sources. We used FreeMind computer software to generate the key ideas emerging from both the FGDs and the KI interviews. Latent thematic content analysis technique was used. This technique refers to what the text talks about with relationship aspects and involves in-depth interpretation of underlying meanings of text. Data was therefore condensed i.e. shortened without losing quality 25, 26 . Open coding was done and codes grouped into categories and then themes identified, as stipulated by Graneheim and Lundman, 2004 27 . For example, codes such as, 'hiding from someone known to the client at the clinic', 'avoiding using clients' entrance at the clinic' 'not registering one's real name at the clinic' generated categories like 'shame and guilt' and subsequently the theme 'felt or perceived stigma'. Quantitative: Quantitative data was cleaned, entered and analysed using EPI-INFO version 331 software. Uni-variate and Bi-variate analyses were performed. Frequency distribution tables, and cross-tabulations were the main form of presentation and analysis tools for the study. A few tests of significance were carried out to test the difference in proportions and numerical outcomes. Specifically, chi-square tests and odds ratios were used for the proportions.
Ethical considerations
Verbal consent was obtained from the participants for this client satisfaction survey after explaining the objectives of the study. In addition confidentiality safeguards and potential risks and benefits of the study were explained. Although participants were informed that they could withdraw from the study at any one time none expressed this need.
Trustworthiness of the data
Experienced qualitative and quantitative researchers on the team acted as auditors' through the entire duration of the study.
Results

Sample characteristics
Almost half of the respondents for both cross sectional surveys were in the age group 30-39 years. Most of the clients who visited the clinic were: women; married; with formal education; and currently working, for both the surveys. More respondents (10%) reported having tertiary education in 2007 compared to only 3.7% in 2005. There was an increase in the number of respondents reporting that they were currently working (65%) in 2007 compared to 50% in 2006. Of those currently working there was an increase in respondents earning 50,000 Ug.shs and more compared to those in 2006. Most respondents were old clients (90%).
HIV related stigma: interactions at the clinic before and after the creativity initiative
Respondents were asked whether they appreciated being by themselves at the clinic; had fears of catching infections; had fears of being touched at the clinic; being seen at the clinic by friends; and whether they had disclosed to persons outside the clinic (table 1) Table 1 shows that clients who attended the IDI Clinic before the creativity intervention were about twice as likely to fear catching an infection than those who came after the intervention (OR = 1.81, CI: 1.35-2.42). This inhibited their interactions at the clinic. The proportion that had fear of being seen by a friend or relative at the clinic had decreased though this was not statistically significant.
HIV disclosure and concealment pattern
The respondents reporting disclosure were asked who they had disclosed to. Table 2 presents the responses comparing the pattern before and after the creativity initiative. There was a statistically significant difference when a comparison was made before and after the creativity initiative among those that disclosed to a friend, a spouse and a family member.
For those that had not disclosed, the reasons included; still preparing themselves; had young children; refused by a relative; being too sick and obvious; waiting for an opportunity at church; others had just learnt of their status; and others thought their workmates were aware. 'Experienced stigma' at service points at the IDC Table 3 illustrates service points where the clients who indicated poor treatment (handling) had been served. The service points explored included; reception, triage, counselors, doctors, pharmacy, laboratory, and guards. There were varied observations made when the before and after responses are compared. Though there was no statistically significant difference among clients who felt poorly treated at any service point at the clinic; the respondents reported poor handling at the reception which was statistically significant. A statistically significant positive Qualitative data also showed the type of stigma experienced by clients. Responses from FGDs noted that there was almost no stigma between "friends" or "clients" at IDC, save for a few TB cases that were provided with masks as a preventive measure against spreading to staff and fellow friends. 
Discussion
The primary purpose of this paper was to examine how a creativity intervention in a busy HIV clinic could help to reduce HIV related stigma. The IDIclinic management realized the need to reduce stigma as important for uptake of services and adherence to ART. The institution of the creativity initiative was a broad response to the rapid increase in demand for services across the HIV/AIDS prevention to care and treatment continuum.
Data from this study have revealed that clients who attended the IDC before the creativity intervention were about twice as likely to fear catching an infection as those who came after the intervention. The proportion that feared to be seen by a friend or relative at the clinic decreased. Therefore, during the implementation of the Creativity intervention HIV related stigma was reduced in this clinic setting.
Our study concurs with studies on stigma by Berger et al 2001 as it was found that external stigma may lead to internal stigma in the form of negative self-image 17 . Perceived stigma was also evident as some clients did not want to be seen at the clinic especially by those who knew them, as they wanted to conceal their status for fear of discrimination.
The creativity initiative may have contributed to the increase of disclosure among the "friends" leading to reduced HIV related stigma. Our study showed that there was a statistically significant difference when a comparison was made of before and after creativity initiative among those that disclosed to a friend, a spouse and a family member. The dimensions and impact of stigma are likely to change as a person has more experience of living with HIV and is provided with opportunities to share their HIV status at the clinic, as the case in this initiative. This is in line with other studies 4, 28 who implicated stigma as contributing to poor treatment adherence or default from treatment in those with leprosy, TB, HIV/AIDS, mental illness and epilepsy 16, 28 Every family in Uganda is affected by HIV; no stratum of society is untouched. A medical paradigm will not be sufficient for meeting the range of needs faced by HIV-positive people. Clearly, HIV/AIDS is more than a medical problem, it is a multi-sectoral challenge to society. Once they are diagnosed as HIV-positive, people face stigma; rejection by family; loss of jobs and poverty. Treatment providers can offer little more than compassion in these areas.
As the IDI clinic embraced a new relationship with those they serve, we noticed a dramatic shift in the behaviour of staff and clients in their commitment to helping to find solutions to challenges. Friends are now routinely approaching IDI staff about better ways that the clinic might be organized (and indeed there is evidence from this study that they are able to be more critical of unacceptable treatment). They are also gaining the courage and confidence to tell their poignant stories in public, and are beginning to take responsibility for care and encouragement of new Friends. But the most dramatic change is that Friends are now expressing interest in leading the development of IDI's prevention and treatment adherence support activities. This shift is critical if there is to be a chance of effectively addressing the epidemic.
Conclusions
Given the findings from this study, one cannot imply causality because many things changed for individuals over the time of the study. However, this study revealed that a clinic based creativity intervention was associated with a dramatic change in the observed ambiance of the clinic. At the same time, those living with HIV were empowered, by recognizing their creative skills, communication and networking improved, people received training and income generation increased. Some measures of stigma were observed to change positively during the study period, (associated with but not necessarily ascribable to the Creativity Initiative). Rather than reinforcing stories of stigma, which abound in the community, this intervention helped to build selfesteem and improve communication. Awareness of the issues around stigma remains a key issuethrough education and sensitization programs. Counseling is important as a key measure since it reduces self-stigma and encourages positive living. Other measures that help to reduce stigma include seeking appropriate care, joining post test clubs, disclosure of one's HIV status, the level of empathy and concern shown by health staff and by the community and provision of social support services. By examining the effects of an HIV related stigma reduction intervention, best practices and lessons learnt can be replicated elsewhere in similar or different settings. The Creativity Initiative has indeed provided an avenue for empowerment of "friends" and an inroad towards reduction of HIV related stigma in a clinic setting.
